Background: patient satisfaction with healthcare services provided for inflammatory bowel diseases (IBD) is essential due to high resources use.
INTRODUCTION
Chronic inflammatory bowel diseases (IBD) are common in Spain, the estimated prevalence for Crohn's disease (CD) is 87.5/100,000 inhabitants (1) and for ulcerative colitis (UC) it is 110.0/100,000 inhabitants (1) .
Because IBD is a complex chronic disorder, it requires a long-term management, with significant healthcare resource consumption (2) . Patients require not only pharmaceutical treatment but also adequate healthcare facilities, access to diagnostic tests, and information regarding their disease, access to specialized staff (physicians, nurses and other healthcare staff). A positive patient-physician relationship is essential to optimize the quality of care and health outcomes in chronic diseases (3) .
Patient satisfaction with the healthcare services provided is essential in IBD disease management (4) . However, information relative to this topic is scarce. Thus, an observational study was conducted to develop and validate a new instrument for Spanish IBD patients (5), the CACHE questionnaire, in order to have a tool to measure patient satisfaction with global healthcare services.
The objective of this paper is to describe patient satisfaction with the healthcare services showing the results obtained during the validation of the CACHE questionnaire and to identify those areas that could be improved. In addition, patient satisfaction is also compared to physician's and nurse's perception of patient satisfaction.
METHODS
An observational multicentric prospective study including IBD patients was conducted between May 2010 and March 2011, in 35 hospital centres from Spain.
Patients attending to the outpatient clinic for IBD were included consecutively. The study was approved by the Ethics Committee of the Hospital Universitari Vall d'Hebron (Barcelona, Spain). All the patients provided written informed consent prior to their inclusion in the study.
Patients included in the study were at least 18 years old with a clinical diagnosis of IBD (CD or UC) of at least one year duration. They could be receiving, or have received, any treatment for IBD (including surgery for CD). Patients were excluded if they were unable to read and write in Spanish, had any concomitant illness considered to potentially affect the study results, had colectomized UC, or were already participating in a clinical trial or had done so in the three months prior to study initiation.
The study consisted of three scheduled visits: baseline (inclusion), a follow-up visit at two months and a final visit at 4-6 months from baseline. At the baseline visit, patient data collected were sociodemographic (age, gender, education level, living arrangements, and smoking habits), clinical data referred to comorbid diseases, and to IBD (date of diagnosis, type of IBD, disease activity and surgery undergone). Disease activity was graded according to Harvey-Bradshaw and Montreal classification for CD and to Mayo index without endoscopy and Montreal classification for UC.
Patient satisfaction with the healthcare services and treatment received was assessed by the CACHE questionnaire, which validation of its Spanish version had been recently published (5) . This questionnaire contains 31 items with five response options each, from "Totally agree" to "Totally disagree" and assessing the satisfaction with healthcare services in six domains related to the patient's satisfaction with information received, healthcare staff attention, doctor attention, centre facilities, accessibility to the centre and received support. The overall and each domain scores are standardized to score in a range from 0 to 100, the lowest score indicating the worst possible satisfaction with the healthcare services. The CACHE questionnaire was self-administered at the beginning of each study visit.
At the time of the first visit of the first patient in each centre, the gastroenterologist and the nurse provided their age, gender, and number of years of professional experience, they also answered an ad hoc adapted CACHE questionnaire assessing their general perception of patients' satisfaction with the services provided in their centre; they answered this questionnaire only once.
The sample size was calculated to validate the CACHE questionnaire, which was the main objective of the observational study. No specific sample size calculation was done for the purpose of this paper.
Statistical analysis
Analysis was carried out using the statistical software package SPSS version 15.0 for Windows. The statistical significance level was set at 0.05.
A descriptive analysis of sociodemographic and clinical characteristics is presented. Comparisons between the CACHE patients' score and the physicians'/nurses' scores were conducted using the non-parametric Wilcoxon ranksum test. A linear regression model was performed in order to define those patient variables influencing patient satisfaction with healthcare services.
RESULTS

Patients' characteristics
Initially 329 patients were recruited, 290 were considered for the per protocol analysis, 147 (50.7 %) had CD and 143 (49.3 %) UC. Thirty nine patients were excluded because: Two did not fulfil the selection criteria and 37 did not finish the follow-up as scheduled per protocol (15 lost to follow-up, 1 patient's decision, 1 physician decision, 3 medication adverse events prevented them from attending to the study visits, and 17 the reason was not known).
Patients' mean (SD) age at inclusion was 41.3 (13.2) years, 52.4 % were males, 22.2 % had university studies, 74.1 % lived in an urban or metropolitan area (> 30,000 inhabitants). A third of patients had at least one comorbid condition (most frequent were dyslipidaemia, 9.3 %, and hypertension, 9.0 %), 42.2 % of patients had never smoked (Table I ). The average (SD) time of IBD evolution was 8.9 (7.0) years and 34.9 % of patients with CD had undergone surgery for their condition. At study inclusion, 67.2 % of the patients were receiving Tumor necrosis factor (TNF) inhibitors, 46.2 % other immunosuppressants, 44.5 % aminosalicylic acid and derivatives, and 12.1 % glucocorticoids.
As per the Harvey-Bradshaw index, 56.6 % of CD patients were on remission at baseline. Meanwhile the proportion of patients in remission as per the Montreal and Mayo Clinic Score classifications of severity were 66.4 % and 80.3 % respectively (Table II) . During the study follow-up, 11.7 % of patients presented a flare and 2.8% of the study patients were hospitalized at least once. At the final visit 69.3 % of CD patients were in remission, for patients with UC the remission achieved was 82.3 % as per the Montreal classification and 89.4 % as per the Mayo Clinic Score (Table II) .
Patient satisfaction with healthcare services
The mean (SD) CACHE score reported by IBD patients at baseline was 81.7 (10.9), with 100 indicating maximum satisfaction with healthcare. The domain with the highest score was Clinician Care Satisfaction with 91.4 (9.7) points and the lowest score was for the Patient Information Satisfaction domain, with 68.5 (18.0) points (Table III) . CACHE scores (global and by domains) did not change significantly across the study follow-up visits (Fig. 1) .
Physicians' and nurses' characteristics
A total of 62 gastroenterologist and 47 nurses participated in the patients' perception satisfaction survey.
The average (SD) age of gastroenterologists was 42.1 (7.8) years, a 54.8 % were males and they had a mean (SD) of 15.6 (8.2) years of experience as gastroenterologist. The participating nurses had a mean (SD) age of 44.6 (10.8) years, 75 % were females and they had a mean (SD) of 19.1 (9.5) years of experience as a nurse.
Physician and nurse perception of the patient satisfaction with healthcare services and comparison with patients' perception
The mean (SD) gastroenterologist score was 72.5 (9. Global scores and all individual domain scores were statistically significantly lower than patients' scores (Table IV) .
The nurses' mean global score for the adapted CACHE questionnaire was (SD) of 82.2 (8.5) points, with the highest Fig. 2 ). The bivariate regression found that socio-demographic and clinical variables had no relationship with patients' satisfaction, consequently the multiple regression analysis was not considered.
DISCUSSION
IBD is a chronic illness with an intense impact on patients' Health Related Quality of Life (HRQOL) and is associated with a high level of healthcare resource consumption (6, 7) . Also the patient satisfaction with the healthcare services has been seen to be related to the clinical outcomes in patients with chronic illness (3) . Taken all together, satisfaction with healthcare services might have a strong effect on patients and their HRQOL. This study has shown that IBD patients attending to Spanish hospital outpatients clinic for their health condition are highly satisfied with the healthcare services provided. Satisfaction is highest for features related to professional care (clinician and staff care domains).
When assessing UC patients in remission some discrepancies were found; at the baseline visit it was calculated that 66 % of patients were in remission when using the Montreal classification but that 80 % were in remission when the Mayo Clinic score was applied. These substantial differences might be explained for the different parameters and scores used for their calculation; these discrepancies were recently observed by Travis et al. (8) .
The study found that the satisfaction with healthcare received among CD patients and UC patients is essentially the same. Considering the whole study sample, patient satisfaction does not change with respect to time and its score is not substantially affected by patient's sociodemographic characteristics. Furthermore, patient satisfaction is not related to disease severity, length of duration, grade of disease control or if they are experiencing flare. Globally it can be considered that IBD patients are satisfied with the healthcare services provided independently of their health condition. Nonetheless, Kasman et al. found that female patients younger than 65 years old, white, with low income and having completed secondary school more frequently reported dissatisfaction with healthcare services (9) . The differences between this and our study could be explained by the study population as Kasman reported results from a population based study including healthy people as well as ill patients for whom the use of healthcare resources might not be as high as it is for IBD patients (7) .
The highest scores were seen on the two domains related to professional care, Clinician Care Satisfaction and Staff Care Satisfaction. Previously some studies in the United States found a high satisfaction level for patients with the healthcare services received (10,11) ; one of these studies also analyzed the factors determining general satisfaction with medical services which were mainly the satisfaction with medical staff, reasonability of payment comfort and accessibility (9) . IBD patients are frequent healthcare services users and they have frequent face-to-face contact with doctors and nurses. The study results are also in line with those from Jung el al. (9) as in Spain access to healthcare is universal any patient can ask to be assigned to another healthcare professional if they are not fully satisfied with their physician-patient relationship.
It has been seen that having a lasting patient-physician relationship is significantly associated with higher quality (12) , an observation made in cancer survivors (13) . This might be applied to our study patients too. Although we did not record the length of physician-patient relationship, IBD patients have had their disease for more an average of more than 8 years and they frequently visit their healthcare provider. Some studies point out that not receiving healthcare when needed might not be due to accessibility issues, but rather to a patient's perception that their healthcare does not meet their individual needs (9) . This statement is based on the fact the highest proportion of patients who reported dissatisfaction with the healthcare services were those with chronic disabling diseases for which there is no cure, such as fibromyalgia, CD, chronic bronchitis/emphysema or migraine. The high patient satisfaction with Clinician and Staff Care might explain some of the differences between both studies as they might feel their needs are best covered through a long-term physician-patient relationship.
In the CACHE questionnaire, the Patient Information Satisfaction was the worst rated domain, indicating that a lack of information a key point for improvement. It has been previously seen in Spain that nearly three out of four IBD patients reported being satisfied with the quality of the healthcare received but that the information they received was inadequate (14) . At present, patients suffering from gastrointestinal disorders identified some issues which were rated as being more important: the need for better explanations and more written information from clinicians, access to patient organisations and patient groups, consistency and coordination between GPs and hospital management and identifying disease-specific concerns and recommendations for defining outcomes that were relevant to patients (15) . This lack of information is perceived not only by IBD patients, it has also been reported that almost a 60 % of cancer survivors do not received enough information on health promotion or prevention topics (11) . In general, it can be concluded that more information should be provided to patients, especially to those with chronic disabling or life threatening diseases in which the patient lifestyle is essential to preserve HRQOL.
Nurses' perception of IBD patient satisfaction with healthcare services is very close to that reported by patients. Nurses are known to have an essential role as healthcare providers in the management of patients with IBD (16, 17) , being usually involved on patients' follow-up and patients education on the most suitable lifestyle for their condition (18) .
Gastroenterologists perceived patients' satisfaction on healthcare services to be less than that reported by patients, reporting lower scores than IBD patients for all the six domains. Gastroenterologists rated the six domains in the same order as patients. Patients and gastroenterologists agreed that Patient Information was the worst domain in terms of satisfaction. Some studies have reported coincident responses on physicians perceptions on patients feelings; a study with chronically ill adolescent patients showed that physician and patient responses were similar, but adolescent responses were less extreme (19) . Similarly, Wilson et al. assessed the physician perception of patient's current health and they found moderate to good correlation between both criteria (20) . Taking these data it can be assumed that both physicians and nurses accurately perceive patient perception of healthcare services received.
This study has some limitations. The study was not designed to assess differences between patient and healthcare professional perceptions of satisfaction, rather to validate the CACHE questionnaire and to study its psychometric properties. Moreover, the CACHE questionnaire for healthcare staff has not been validated, it was an adaptation of the CACHE patient's questionnaire. Some features may not have been included in the adaptation for healthcare staff.
Future investigations should address reasons why healthcare professionals perceive lower patient satisfaction with healthcare services than patients.
In conclusion, IBD patients in Spain are satisfied with the healthcare services provided; nurses' perception is similar to that of patients while physicians have a lower perception. Alignment of differences such as these between healthcare professional and patient perceptions will stimulate the use of new sources of information or other tools.
